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Joint contribution to the OHCHR study on the right of persons with disabilities to live independently and to be included in the community

LIVING INDEPENDENTLY AND AUTISTIC COMMUNITY
This is a joint contribution by Autistic Minority International, Alliance Autiste (France), and Enthinderungsselbsthilfe von Autisten für Autisten (und Angehörige) (ESH) (Germany).

Autistic Minority International, an NGO headquartered in Geneva, is the first and only autism self-advocacy organization active at the global political level, aiming to combat bias and prejudice and advance the interests of an estimated seventy million autistics, one percent of the world's population, at and through the United Nations, World Health Organization (WHO), and human rights treaty bodies. Autistic Minority International is an associate member of the Conference of NGOs in Consultative Relationship with the United Nations (CoNGO) and a member of the NGO Forum for Health, a Geneva-based consortium of organizations committed to promoting human rights and quality care in global health.

Alliance Autiste is a French NGO run by and for autistics that aims to encourage and optimize cooperation between all civil society actors in the autism field in the country, be they local, regional, or national, individuals, self-advocacy groups, or organizations led by parents of autistic children. In addition, Alliance Autiste facilitates peer support and mutual aid among autistics, with regard to matters such as health, housing, education, and work, and strives to change public perception and serve as an intermediary between autistics and society at large, including political and administrative authorities.

Enthinderungsselbsthilfe von Autisten für Autisten (und Angehörige) (ESH) is a German DPO run by and for autistics (and their relatives). It was founded in 2006, which makes it the oldest autism self-advocacy organization active in the entire German-speaking region. Representing autistic interests, ESH has dealt extensively with the German political system, public administration, and courts at all federal levels. In 2013, ESH received the Canadian "International Naturally Autistic People Award".

We greatly appreciate the opportunity to be able to provide our input to the study on the right of persons with disabilities to live independently and to be included in the community that the United Nations Human Rights Council (HRC) requested of the Office of the High Commissioner for Human Rights (OHCHR) and that will be presented to the HRC at its March 2015 session. We trust that the authors of the study are intimately familiar with the subject matter and that you will receive many submissions by a great number of disabled persons' organizations covering a wide array of important aspects and perspectives. We will thus limit ourselves to discussing and stressing just a few points of relevance specifically to autistic persons (starting on page 2) and to providing information on the particular situation in Germany (pages 4-6) and France (pages 6-8).

By way of introduction, let us stress that autistic self-advocacy is about more than disability rights. Autism is a distinct culture and identity. The only one we know. Regardless of where in the world we live, autistics are more like each other than like the people surrounding us. Autism is a neurological difference that is both genetic and hereditary. There is no cure, and we do not believe that a cure will ever be found. The autistic minority includes those diagnosed with Asperger's syndrome and various other conditions on the autism spectrum as well as those children and adults who remain undiagnosed.
In 2007, the United Nations General Assembly declared 2 April World Autism Awareness Day. On that day in 2013, UN Secretary-General Ban Ki-moon wrote: "This international attention is essential to address stigma, lack of awareness and inadequate support structures. Now is the time to work for a more inclusive society, highlight the talents of affected people and ensure opportunities for them to realize their potential."
In 2012, the United Nations General Assembly unanimously adopted resolution 67/82 "Addressing the Socioeconomic Needs of Individuals, Families and Societies Affected By Autism Spectrum Disorders, Developmental Disorders and Associated Disabilities". In this resolution, the UN member states recognize "that the full enjoyment by persons with autism spectrum disorders [...] of their human rights and their full participation will result in significant advances in the social and economic development of societies and communities" and stress "the important contribution that non-governmental organizations and other civil society actors can make in promoting human rights for [...] all individuals with autism spectrum disorders [...] and their integration in societies". The GA voices its concern "that persons with autism spectrum disorders [...] continue to face barriers in their participation as equal members of society" and calls this "discrimination" and "a violation of the inherent dignity and worth of the human person".

As individuals and as a group, autistics continue to be denied the "four key pillars of minority rights", as identified by the UN's Special Rapporteur on Minority Issues, Rita Izsák: "protection of existence and prevention of violence against minorities; promotion and protection of minority identity; equality and non-discrimination; and the right to effective participation in all areas of public, economic and social life".
Our very existence is in danger as long as autism, without regard to severity, continues to be viewed as something to be eradicated. Violence against us takes the form of behaviour modification, institutionalization, and abusive medical and therapeutic practices, such as electric shocks. Instead, we should be taught self-esteem, self-confidence, and how to advocate for ourselves. The autistic minority also includes those of us who hide their condition for fear of discrimination. This is no longer tenable at a time when millions of children diagnosed with autism come of age and many more get diagnosed as adults. Autism awareness must lead to acceptance, recognition, and respect for autistics. Only autism acceptance will ensure our full and equal participation in all areas of public, economic, and social life.
With regard to the right to live independently and to be included in the community, we must strive to overcome the common misperception that autism only affects children. Fact is, many autistics grow up without a diagnosis. And whilst there is still a severe lack of professionals qualified to diagnose autism in adults, more and more autistic adults do get assessed and, finally, diagnosed, often subsequent to a child or grandchild having been found to be on the autism spectrum. Other adults may get diagnosed because of a so-called autistic middle-age burnout, an event that occurs when we can't go on hiding our autistic symptoms any longer, when keeping up the façade of normalcy starts to take too much energy, and the coping strategies we developed growing up ultimately fail.
Ours is an often invisible disability and therefore no adjustments or accommodations are made for us. We spend our lives running on against barriers that non-autistics can't even perceive. Many autistics describe autism as akin to a wall of glass between themselves and other people. Autistic persons form a particularly vulnerable group when it comes to involuntary mental health detention. They frequently get misdiagnosed by psychiatrists who are unfamiliar with the autism spectrum or ignorant of the differences in presentation between children and adults.

Only autism acceptance will meet the requirements of the Convention on the Rights of Persons with Disabilities (CRPD). The CRPD's move away from the long-term institutionalization of disabled persons, including autistic children and adults, was affirmed by the WHO's World Health Assembly in its autism resolution of May 2014. The 194 member states of the WHO committed themselves "to shift systematically the focus of care away from long-stay health facilities towards community-based, non-residential services". This echoes similar declarations in the World Health Assembly's mental health action plan of 2013, which finds that "[g]lobally [...] annual spending on mental health is less than US$ 2 per person and less than US$ 0.25 per person in low-income countries, with 67% of these financial resources allocated to stand-alone mental hospitals, despite their association with poor health outcomes and human rights violations". So says the WHO.
The Human Rights Committee (HRCttee) just adopted, in July 2014, a paragraph on involuntary mental health detention to be included in its forthcoming General Comment on Article 9 of the International Covenant on Civil and Political Rights (ICCPR) regarding liberty and security of person and freedom from arbitrary arrest and detention. In it, the HRCttee "emphasizes [...] the particular harms that may result in situations of involuntary hospitalization. States Parties should make available adequate community based or alternative social care services for persons with psychosocial disabilities in order to provide less restrictive alternatives to confinement. [...] [A]ny deprivation of liberty must [...] be applied only as a measure of last resort and for the shortest appropriate period of time [...].  The procedures should ensure respect for the views of the individual, and should ensure that any representative genuinely represents and defends the wishes and interests of the individual."
While this falls significantly short of CRPD standards, we believe that the HRCttee is further delegitimizing the long-term institutionalization of persons with disabilities, including autistic children and adults. Long-term institutionalization of autistics is hardly compatible with the phrasing of this paragraph. We hold out hope that a planned additional paragraph on the detention of children will restrict the institutionalization of autistic children and adolescents even further or prohibit it altogether. While we do not condone the institutionalization of any person against their will, there can be even less justification for the prolonged and often indefinite institutionalization of children simply because they are autistic or otherwise disabled. In this context, we welcome the HRCttee's recognition that "representatives", including parents, guardians, and care givers of autistic children and adults, don't necessarily act in their best interest. The wishes and interests of those who may perceive children and adolescents with disabilities as burdens must not be confused and equated with the best interests of the child. It is never in the best interest of the child to be deprived of liberty.

While recent developments at the WHO and the HRCttee strengthen the right of autistic persons to live independently and to be included in the community, the lack of recognition and understanding of autism in adults means that the provision of services and support for autistic adults remains scarce and many of us may therefore not be able to exercise these rights in a meaningful manner.
Too often, it is wrongly assumed that autistics cannot or should not be consulted about decisions that will affect us, many of them potential sources of human rights violations, such as our living arrangements or medical and psychological treatment. Instead, non-autistics, among them parents, professionals, and so-called autism experts, make decisions on our behalf, but without our consent. Most autistics, be they children or adults, can make their own decisions if barriers are removed. Even those of us who do not speak may, for example, be able to express themselves in writing online, as evidenced by Internet fora that unite autistics across the spectrum, from least to most severe.
We caution against a purely non-autistic understanding of "community-based, non-residential services". Autistic communities should not be thought of as geographic in nature. Autistic communities tend to meet online. Self-help groups will sometimes meet up in physical locations, but more often make use of cyberspace. Autism self-advocacy organizations frequently operate across borders, assisted by information technology. Support or services to autistics, for example in exercising their legal capacity and making decisions about where and how they wish to live, may thus be provided by an individual or a group that is based elsewhere. The definition of "community" needs to be expanded to take into account autistic realities and preferences. 
Preparations are underway in countries such as Germany, France, and the United States of America to establish autistic communes, refuges, or intentional communities run entirely by and for autistic persons. In their alternative report on Germany submitted in February 2014 to the Committee on the Rights of Persons with Disabilities, Enthinderungsselbsthilfe von Autisten für Autisten (und Angehörige) writes about the rationale behind such a project: "Ambulant Assistance organized by the german 'wellfare organisations' in its structure seems to be used as control system against disabled people. Independent solutions of DPOs have very big problems to achieve the same financial support from the state, because of their different human rights/disability studies/social model strategies. 
"Also the ESH gets no financial support for the 'Autistenauswilderungsprojekt', in which we as autistics like to lead autistics to a self determined life. Nonautistic persons can not do this like we can, because of their lack of autistic empathy – the 'professional' staff mostly have no idea how autistics feel and think, so they are a barrier and a binding to 'professionalism' is a heavy kind of discrimination, because the 'professional attitude' means a discriminating apartheid-like racistic view on our minority. In this setting very sensitive autistics going to be more and more disabled and desintegrated in their good and healty natural identity."
"[W]e demand the careful preparation of as many autistic persons as possible towards a release – if necessary into – to be prepared – interim-facilities organized by (real) DPOs dominated by autistics in which autistics can recover from dreadful experiences often lasting for years. The ESH started the Autistenauswilderungsprojekt for this reason, which is sabotaged by lack of state fundings (Leistungsvereinbarung)."

Project website: http://autistenauswilderung.unen.de/

Website of the German autistic commune: http://autismus.stre.unen.de/

In Germany "[a] 'Persönliches Budget' (personal budget) has been implemented in order to provide disabled persons the opportunity to buy necessary services (such as assistance, care, home help etc.). However, there is on the one hand the problem that it is often insisted that these services have to be provided by 'professionally qualified' persons which often have prejudices and are not suitable for such services. It is far from clear why a person with a professional special needs background should be more capable to clean up an appartement than a person withouth such an education for instance. On the other hand, there is the problem that this personal budget is abused by parents for financing therapies and other not by the personal budget covered services. [...]
"Financing acceptable personal assistance outside of excluding and very problematic facitities is a very big problem in Germany. In a case we advocated a young autistic women with a SLE-disease, this women died after a long fight for sufficient self-organised assistance. The state offices were informed long before the death, that their unccoperative behaviour will lead to the death of the women [...]. SLE rises its damage because of stress so a life full of barriers and harassment for an autistic person was a factor that led to this death. This massive harassment of the state authorities in Germany is a big pressure against disabled persons to live in excluding structures with reduced practical rights and freedoms. 
"These facilities often are not barrier free for autistics and cause massive life long pain for the prioners of this excluding violence. The ESH investend a large amount of money in order to help this women, however, the state rejected to pay this money back to us after her death. So it is a factical punishment of engaged DPOs that try to help people escaping the broad exclusion of disabled people by the German authorities. We see a system of formal rights that only can be reached through massive fights against 'formalities' and harassments by officials."
"Some autistics are socially integrated, for instance, as qualified freelancers; in Germany, there are occasional psychotherapists, doctors, teachers and kindergarten teachers. Nevertheless, the social exclusion is immense – especially the continual institutionalization of autistic children which await a lifelong inhuman stay in facilities for disabled. Sometimes, families are even pressed to give their children in such facilities or the children are even taken away from their homes in order to get a 'better' treatment – as the Jugendamt [youth office] sometimes suspects that autistic children are made by their parents 'autistic' (like Bettelheim considered it in the past (refrigerator mothers) what, however, turned out to be a very wrong conclusion). 
"In Vienna, a family has lost their municipal apartment with the argument that their autistic son has been too noisy. Such pressure exists in many variants in Germany, too. It is often in the style of an attrition policy put into the parent's minds that autistic lives are more comfortable in facilities for disabled which is, however, not even close correct. It is likely that before the spread of the diagnosis these autistic children would not have been put into these facilities. We know a lot of children's biographies and cannot recognize significant differences – except the contemporary diagnosis and considerable discriminations resulting from this diagnosis. From our point of view this is very alarming and we see even a further development towards the negative side. The often propagated claim that early diagnoses are important has to be regarded with caution. [...]
"In spite of official statements, disabled children are often not provided with the most adequate education and preparation for life. In some cases, education is aimed at easy handling in facilities for disabled – even if such an institutionalization is in no way justifiable. On the one hand, this can be explained by the fact that therapists and doctors are interested in keeping their clientel. On the other, this is also because of the fact that not-autistic parents often are not willing to reflect their own misbehavior, because of which it is easier for them to pass the buck to their children. Often parents are even affirmed by therapists in their behavior. [...]
"Our view is, that the german statutory interpretation of the criminal act of deprivation of liberty and, derived from it, denial of assistance is mostly restricted to physical freedom of movement by courts, although, it does not result directly from law. It is not taken into account that, for autistics, access to communication technologies such as internet (Email, Chat, Wikis) or Fax plays a similar role like physical freedom of movement for the average population. As a consequence, help is provided to persons which are deprived from their physical freedom of movement but not to autistics whose possibilities to interact socially and live independently are factually nonexistent because of the omission of communication channels. A clarification by the legislator is needed."
Specifically for this joint contribution to the OHCHR study on the right to live independently and to be included in the community Alliance Autiste has provided the following information on the situation of autistics in France: "In France, many autistic adults, and parents, think that autistics are used as 'raw material' or 'fuel' to give jobs to the medical industry – the prices in hospitals are incredibly high, and most of this is paid by social security, which takes really a lot of money off the salaries - so it's like a racket. If autistics were living outside of institutions, it would cost much, much less to the community, and it would be much better for them (a more natural life). There is a powerful lobby of psychiatrists, public hospitals, pharmaceutical companies, etc. – And all this is not useful for us, it's just 'no-life'. We are just exploited, kept to the level of 'semi-humans'. It's not easy to explain in English. There are many people who understand that. Same thing about the school. Many parents want their kids to go to ordinary school, not institutions.
"The worst problem is the fact that many children are forced to live in medical institutions, which don't help them much (especially with autistics, who rarely have medical issues – they are just different, not sick). Same problem with the autistic adults: many are living in public hopsitals (forced) where they learn nothing in life, they live a 'no-life', which is unacceptable. They could live in alternative places, not disconnected from the real world. Like farms or such places (with some adaptations and security). Or places where they could work and meet the 'normal people' (it exists in other countries, like youth hostel INOUT in Barcelona, or the village 'Villagio Monica Migotta' in Italy – in France we are light years from that, there is nothing at all, and the only place for autonomous adults will be my house that I [Eric Lucas, founder and Coordinator of Alliance Autiste] try to repair with my own muscles and self-funded, which is a drop in the ocean.

"We also need 'refuges', as you know, for autistics, in cities (for cases of social distress crisis, suicidal thoughts, etc) and also far from towns. There is nothing. We need also special lodging, appropriate for autistics and persons with hypersensitivity. Places for us to have a real life, work, friends, etc. Like the 'normal' people. There is nothing of that. The people at the UN can only have a vague notion of what is really happening 'on the ground', and only in theory, whereas we experience real facts and real problems. That's why the OHCHR's questions look rather surrealistic, because it looks as if the problems were only with laws and regulations, when in fact the situation 'on the ground' is terrible for autistics: there is almost nothing! Sometimes words, some laws which are supposed to be applied 'one day', but for us, in fact, we see nothing."
Alliance Autiste provided further information, addressing the OHCHR's country-specific questions, in French: "En outre la question posée est très large et non spécifique à un champ social ni médical particulier. Il faut donc préciser que les réponses données portent spécifiquement sur la prise en charge, les droits à une vie égale et indépendante et à une intégration sociale égale des autistes, tant enfants qu'adultes. En particulier il ne s'agit pas d'une réponse englobant d'autres handicaps.

"Sur le point 1: Oui la France a modifié la loi pour améliorer la prise en charge de divers handicaps dont l'autisme, mais la loi n'est pas appliquée et les institutions, en premier lieu le système médical dans son ensemble, sont laissés libres de bafouer (et en fait ignorer complètement) les nouvelles lois. Celles-ci ne sont pas traduites en réglementations appliquées sur le terrain au niveau de la médecine générale ni des pratiques hospitalières, scolaires, etc. En cela la France est confrontée à l'immobilisme total de ses services publics, comme dans de nombreux autres domaines, c'est une situation institutionnelle globale qui dépasse très largement l'autisme et les autres handicaps.

"Le questionnaire cite quatre exemples et la France les viole tous les quatre:
(i) Diminution des droits légaux: Oui, via la mise sous tutelle ou curatelle abusive,
(ii) Hospitalisation de force: Oui, tout le monde voit bien que ça n'a pas diminué, la psychiatrie préhistorique règne,
(iii) Présomption de danger pour les autres: Oui, notamment dans les arguments couramment utilisés pour justifier la non-intégration dans le système scolaire général, rien ne change de ce coté-là malgré de multiples déclarations ministérielles sans suite,
(iv) Institutions médicales ségrégatives: Oui évidemment avec tous les établissements de 'parcage' des handicapés et les réseaux informels qui les alimentent. 

"Sur le point 2: En théorie nous répondons correctement, car il y a les MDPH [maisons départementales des personnes handicapées] et les différentes voies d'assistance tant financières que sous formes de moyens. Ca ne résout jamais tout, mais ça existe. Cependant en pratique cela se heurte à la disponibilité des moyens en nombre suffisant, ainsi qu'à la juste reconnaissance de la condition. C'est là que règne un profond malaise en France en ce qui concerne les enfants autistes et la psychanalyse. Sans diagnostic correct, pas d'accès à des soins et services de prise en charge adaptés, les parents se débrouillent tous seuls et à leurs frais. Il y a bien des associations de terrain, mais ce sont des structures privées, leurs subventions sont à discrétion selon le bon vouloir des élus locaux, leur disponibilité géographique est évidemment inégale suivant les motivations et possibilités de personnes privées, et elles ne font l'objet d'aucun contrôle, aucun programme d'aide, donc en synthèse rien qui s'approche d'un service public en la matière. Donc oui il y a des services mais ils fonctionnent insuffisamment, ce qui renvoie au point suivant (3).

"Sur le point 3: Extrait: 'does your country have effective mechanisms that persons with disabilities could successfully employ in case of denial of access to services enabling independent living and inclusion in the community ...' Rappel: 'effective' signifie en anglais: efficace, qui produit réellement un effet souhaité, 'denial' signifie refus (ici refus d'accès à des services). Dans le cas de l'autisme il est clair que le point 3 est totalement violé en France: Comme tout le système est intégré (CRA [centres de ressources autisme], institutions, hôpitaux et autres établissements, médecins et psychiatres référents etc.) en cas de refus de services adaptés aux réels besoins il n'y a rien d'autre tout simplement, aucun contournement organisé. Il faut saisir la justice, on ne peut pas appeler ça un mécanisme efficace.
"Sur le point 4: Nous n'avons jamais entendu parler de la coopération française dans un quelconque programme international lié de près ou de loin aux droits ni à l'intégration des personnes autistes. Au contraire nous sommes obstinément isolés sur l'ensemble du sujet, avec dix à vingt ans de retard sur nos voisins et ça ne change pas. Nous progressons un peu quand eux progressent beaucoup, l'écart a plutôt tendance à se creuser. La seule participation internationale que nous réalisons est du domaine de la recherche fondamentale (INSERM [Institut national de la santé et de la recherche médicale], neurologie, neurophysiologie etc.) et n'a qu'un effet marginal voire aucun sur le terrain. 

"Sur le point 5: Il n'y a à notre connaissance pas en France de statistiques globales ni détaillées sur l'indépendance de vie ni l'intégration sociale concernant les personnes autistes. Bien au contraire le sujet semble totalement censuré et même tabou. Les chiffres que l'on peut rencontrer sont parcellaires, ont beaucoup d'années de retard. Ceux que l'on trouve à petite échelle montrent surtout l'extrême faiblesse numérique des prises en charge. Les CRA et l'ANCRA [Association Nationale des Centres Ressources Autisme], qui ont nous croyons dans leur mission de consolider de tels chiffres, ne les mettent pas à disposition et nous avons cru comprendre que dans l'ensemble ils n'ont aucune idée précise des chiffres globaux relatifs à l’autisme dans leur territoires. Tout cela n'est pas étonnant quand en France nous sortons difficilement du déni systématique de reconnaissance de l’autisme, et quand une grande part des psychiatres y compris en milieu hospitalier (donc public) en refusent encore même l'existence (voir le scandale du film documentaire 'Le Mur')."
Both ESH (on Germany) and Alliance Autiste (on France) may be contacted directly should you require clarification or have further questions: autisten@enthinderung.de / allianceautiste@gmail.com

To sum up, in order to ensure autistics' right to live independently steps must be taken to facilitate and financially and otherwise support the creation, maintenance, expansion, and preservation of an authentic autistic community, formed around a shared autistic identity and culture. States must commit to engaging and consulting with autism self-advocacy organizations in realizing this objective and provide backing to projects aimed at autistic peer support.
Thank you for your consideration.
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